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THE PSYCHOSOCIAL EFFECTS OF CLEFT OF THE LIP AND PALATE

BLAIR MORGAN TAYLOR

ABSTRACT
The purpose of this study was to identify the psychosocial effects of orofacial
anomalies such as cleft of the lip and or cleft of the palate on affected individuals. Five

case studies were conducted on individuals of African American and Caucasian

ethnicities within the age ranges of 12-17 and 18-35. An online survey was disseminated
to each individual. All five participants’ responses were analyzed within the domains of

socialization, emotionality, family relations, self-perception, and work-relations. Those
who were younger (under the age of 18) appeared to have more challenges in the

socialization domain. Those under the age of 25 reported more emotional challenges than
the older individuals with a cleft. Work-relation challenges appeared to have minor

effects during the teenage years but spiked during the 18-25 age range. Caucasian
participants reported more challenges in the domains of socialization, emotionality, and

family relations compared to the African American participants. However, African
Americans reported more work-relations challenges.
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CHAPTER I

INTRODUCTION

Facial pathology is part of our so-called “social’’ pathologies. Our voice and
facial expressions are significant contributors to communication. Just as our hands, our

face permanently interacts with those around us (Lorot-Marchand, Guerreschi, Pellerin,
Martinot, Gbaguidi, Neiva, & Francois-Fiquet, 2015). Imagine not being able to

communicate with confidence because of an oral or facial condition. As daunting as that
may be, this is what some individuals with orofacial clefts encounter on a daily basis.
These individuals not only experience physical difficulties but are also faced with social
and societal challenges. Society places an excessive amount of value on physical
appearance, causing individuals to analyze facial symmetry, speech patterns, and physical

stature. Orofacial anomalies such as cleft of the lip, cleft of the palate, or both cleft of the
lip and palate almost always hold significant physical and social challenges to the

afflicted individuals. In almost every case, these individuals have to undergo multiple

surgeries, which inevitably leave facial scarring and impaired speech patterns.

There are many types of clefts. (1) A unilateral cleft of the lip only or a unilateral

cleft of the lip and palate. (2) Bilateral cleft of the lip (clefts present on both sides of the
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lip) or a bilateral cleft of the lip and palate. (3) A cleft of the palate only. In terms of
facial scarring, clefts of the lip are usually more devastating.

Figure 1: Cleft Types

Cleft lip and cleft palate

Cleft palate

OMAYO FOUNDATION FOR MEDICAL EDUCATION AND RESEARCH. ALL RIGHTS RESERVED.
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What is Orofacial Cleft?

A cleft of the lip and palate (CLP), also known as orofacial cleft, is a congenital
disability when the lip or mouth does not form properly during pregnancy. A cleft is
derived from an embryopathy (developmental defect in the embryo) when a consequent
failure of the nasal process and/or palatal shelves inhibit them to fuse (Carinci, Pezzetti,

Scapoli, Martinelli, Avantaggiato, & Carrinci, 2003). Clefts can be identified as a cleft of
the lip (CL), cleft of the lip and palate (CLP), or cleft of the palate only. An aperture of
the lip is the condition that contains an opening in the upper lip that may extend into the

nose. This severe congenital disability is one of the most common malformations among
live births, with an incidence range of 1 in 700 to 1 in 1,000, specifically among the white

population. The deformities may range from minor irregularities, such as scarring of the

philtrum area (vertical groove between the mouth and nose) and slight asymmetry of the
vermilion (white roll that forms the border between the lip and surrounding skin), to more

major stigmata, shortening and flattening of the upper lip, hypernasal speech, and

flattening of the nose (Adam, Ismail, Halil, & Harun, 2018).
Different Forms of Cleft

A non-syndromic cleft is composed of two separate entities: cleft of the lip and
palate and cleft of the palate only (Carinci et al., 2003). However, there is another

common entity of this developmental defect, called the cleft of the lip only. The lip of the
mouth is formed between the fourth and seventh week of pregnancy (Birth Defects,

2020). As a baby develops in the uterus, body tissue and cells on each side of the head
grow toward the center of the face. This process will join the cells and tissue to configure
the facial features such as the lip and mouth (Birth Defects, 2020). However, a cleft of
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the lip occurs when the tissue that makes up the lip does not join thoroughly before birth.

This results in a small slit or large opening that transcends beyond the lip into the nose.

The cleft can be present on one side of the lip, both sides of the lip, or in the middle of
the lip, which rarely occurs. With this condition, the baby could have a cleft of the palate
as well.

The palate (roof of the mouth) develops between the sixth and ninth week of
pregnancy (Birth Defects, 2020). A cleft of the palate occurs when the palate's tissue does

not join together completely during gestation. For some babies, both the back and front

parts of the palate are open, while others only have a gap in one part of the palate. The
diagnosis of orofacial clefts can usually occur during pregnancy by a routine ultrasound

or after the baby is born. However, submucous cleft palate conditions and bifid

uvula/cleft uvula might not be diagnosed until later in life.
Etiologies of Cleft

Many etiological factors can cause cleft of the lip and/or palate. Fraser (1970)

states that many cases of cleft are caused by a single mutant gene, some by chromosomal
aberrations, some by specific environmental agents, but primarily by genetic and

environmental differences. Conversely, the CDC (2020) states that, unfortunately, the
causes of orofacial clefts among most infants are unknown. The nature of the genetic

contribution to the orofacial cleft etiology is still greatly discussed and investigated.
However, early studies identified a mendelian pattern of inheritance; this is the pattern in

which the parent passes the gene to the child, resulting in the child having a 50% chance
of having the disorder (Carinci et al., 2003). Parents in different populations who have a
positive family history of genetics are thought to play an essential role in the etiology of
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this congenital disability. Cleft is a heterogeneous disease with different chromosomal

regions that claim to contain the locus resulting in the cleft. However, these authors
suggested that the cleft variation might be etiologically distinct.
More recent studies have been carried out to identify specific environmental

factors that might contribute to the orofacial cleft's onset. The CDC (2020) reports that a

cleft of the lip or palate is possibly caused by a combination of DNA and other factors,
such as environmental components during pregnancy. Environmental components may

consist of food or liquids consumed by the mother or certain medications used during
gestation. More recently, the CDC reported similar findings from research studies about
factors that increase the chance of having a baby with an orofacial cleft, agreeing that
specific medication during pregnancy is a factor, in addition to smoking and diabetes. A

previous study by Carinci (2003) has also supported these findings. It stated that alcohol,

cigarette smoking, folic acid (found in multivitamins), steroids, anticonvulsants, and
anticoagulants (aspirin), might be associated with an increased risk of congenital
disabilities.
Various studies report that women with diabetes diagnosed before pregnancy have
an increased risk of having a child with a cleft lip/palate compared to women who did not

have diabetes (Birth Defects, 2020). The CDC (2020) reported that women who used
certain medicines to treat epilepsy, such as topiramate or valproic acid, during the first
three months of pregnancy were more likely to have a baby with cleft of the lip or palate

than those who did not consume these medicines during pregnancy.

Cleft Treatment
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Approximately 1.7 per 1000 live-born babies, with ethnic and geographic

variations, are born with a cleft. Cleft is the most common congenital anomaly and the

most common visible congenital disability (Wyszynski, 2002). While the severity of cleft
varies, multidisciplinary treatment is warranted. This condition can affect the individual’s

speech, hearing, feeding, appearance, and psychology, leading to long-lasting adverse

health and social integration outcomes.
Treatment for craniofacial cleft consists of multiple craniofacial surgeries, speech

and hearing interventions, specialized dental and orthognathic treatment, and educational,

psychological, and social assessment/intervention. Individuals who exhibit a noticeable
disorder might feel ostracized for their differences, causing psychosocial challenges.
When a child is born with an orofacial anomaly, the individual undergoes long-term

treatment from birth to young adulthood to treat all aspects of function and appearance
(Nelson, Kirk, Caress & Glenny, 2012).
In terms of treatment cost, the Berk & Marazita (2002) study stated that the

National Institute of Dental and Craniofacial Research (2002) estimates the United States
annual health cost for craniofacial anomalies to approach $1 billion. This means, the
estimated lifetime cost for the craniofacial treatment may range from $92,000-$246,000.

As unfathomable as that cost may be, it reflects the comprehensive and time-consuming
procedural treatment required for each child to pursue a productive life (Berk & Marazita,

2002).
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CHAPTER II
LITERATURE REVIEW

Many studies have examined the effects of clefts among children and adults in

several countries. Studies from Nigeria, Malaysia, China, Hong Kong, Taiwan, Norway,
and other non-Anglo populations have provided significant insight into the types of cleft
and treatment processes involved. Many of these studies have looked at the participants'

self-perceptions, self-esteem, self-confidence, body image, satisfaction with facial
appearance, speech satisfaction, behavioral problems, social functioning, anxiety,

depression, attachment, and learning and development.

The relationship between psychosocial adjustment and facial morphology are

complex to understand. Evidence suggests that a more significant physical disfigurement

is associated with greater internalizing behavior (Adam, Ismail, Halil, & Harun, 2018).
Hunt, Burden, Hepper & Johnston (2005) examined the psychosocial effects of cleft lip
and palate on adults and children to determine the risks of psychosocial complications.
The reviews concluded that children and adults with cleft did not suffer from significant

psychopathology. However, Hunt identified heightened levels of depression and anxiety
among those with facial disfigurement. Moreover, other problems were noted, including

7

social isolation, speech and language difficulties, specific and global learning difficulties,

and poor self-image.
Fadeyibi, Coker, Zacchariah, Fasawe & Ademiluyi (2012) reported the

psychosocial effects of orofacial clefts in individuals who were studied in Ikeja-Lagos,

Nigeria. This study used multiple psychometric instruments, including a general health
28-questionnaire, a State-trait anxiety inventory, and a self-rating depression scale. This
study showed a high incidence of anxiety, depression, and impairment of individuals with
an orofacial cleft. The study also found a more pronounced psychosocial effect in the 6

12 age group due to the participants not having their reconstructive procedure at that

time.
In terms of physical attractiveness, the way that we look plays a major role in our
social interactions. Individuals with cleft lip and/or cleft palate may be perceived and

treated differently from individuals with "normal" facial features (Hutchinson, Wellman,

Noe & Kahn, 2011). Previous research has suggested that adults with a cleft of the lip
and/or palate may find their familial, friend, collegial, and/or romantic relationships
impacted by their condition (Ardouin, Drake, Popat, & Stock, 2020). Cleft of the lip

and/or palate may lead to discriminatory and prejudicial practices by non-affected
persons (Hutchinson et al., 2011). These acts can increasingly affect individuals with
cleft lip/palate since they are vulnerable to others' perceptions because facial
disfigurement cannot be easily disguised.

Hutchinson et al. (2011) measured the psychosocial effects of cleft lip and palate
in China, Hong Kong, Norway, and Taiwan. He found a notably more significant adverse

effect in the male population. The findings of significant effects indicated that men and
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adults with cleft lip and palate in non-Anglo cultures are more susceptible to
psychosocial issues than women and adolescents. Regardless of age, gender, or culture,

individuals with cleft lip and palate have lower psychosocial adjustment than individuals
without cleft, as evidenced by negative effect size estimates.
Culture
In India, cleft of the lip and palate etiology has been associated with ideas such as

starvation in the village, solar eclipses during pregnancy, a previous miscarriage, or
prematurity (Hutchinson et al., 2011). Indians, influenced by the Hindu religion, believed

that sins from a past life caused the malformation. Due to these beliefs, the afflicted
families experienced guilt and embarrassment with cleft lip and palate, and the child's

public presentation was avoided.
Hutchinson et al. also reported that some common beliefs of cleft lip and palate
were that it was a result from a pregnant woman consuming rabbit meat or a

transgression from an individual's ancestors. Other developing countries, such as China
and the Philippines, reportedly perceive facial disfigurement as a curse and often
ostracized the person from the community.
Conversely, other cultures view facial anomalies as a source of pride. In the

Brazilian shantytown, it is believed that individuals with cleft lip and palate are survivors

of ancestors of individuals who have "avenged fate" and who have overcome obstacles.
The Chamorro culture of the Mariana Islands viewed individuals with cleft of the lip and
palate as a "gift from God." Individuals with a cleft are considered as the one who

"belongs to everyone and is protected and sheltered."
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Cultural beliefs about cleft of the lip and palate may influence a family's decisions

about seeking treatment (ASHA, 2020). If a person believes that the cleft is considered
"God's will" or "fate," they may not seek treatment to refrain from interfering with the

spiritual world. Cultural variation might also affect the interaction between the clinician
and family. Professionals need to understand cultural differences by understanding

different reactions to clefting and learning how to communicate across cultural lines
when providing care. An effective strategy during care, is to use an ethnographic

interviewing technique to effectively gather information about cultural beliefs and

concerns.
Psychological Effects

Since individuals with clefts experience multiple limitations, they may encounter
various psychological difficulties (De Sousa, Devare, & Ghanshani, 2009). It is not
uncommon for these limitations to build up over time. De Sousa et al. suggest that

communication disorders in individuals with cleft of the lip and palate are not due to
phonological deficits but are a result of psychological problems that impact the child's

development. For example, according to De Sousa et al., adults with cleft of the lip and
palate experience twice the prevalence of psychological effects when compared with
normal controls. Difficulties noted have been concerning behavior and satisfaction with

facial appearances.

Anxiety, depression, and palpitations were reported twice as often by individuals
with cleft of the lip and palate than individuals without cleft (De Sousa et al., 2009).

Anxiety, depression, and palpitations were strongly associated with concerns about
appearance, speech, dentition, and desire for further treatment. Moreover, according to

10

De Sousa et al., behavioral, and psychological problems were dependent on the type of
cleft deformity. For example, parents have reported that children with cleft of the palate
only showed greater problems with depression, anxiety, and learning related to speech
when compared with children with unilateral cleft lip and palate or bilateral cleft lip and

palate. However, children with unilateral cleft lip and palate or bilateral cleft lip and
palate presented fewer problems but displayed greater facial appearance challenges.

Psychological difficulties are not limited to the children with clefts. Parents are
affected as well. A mother's relationship with her child begins during the early stages of
pregnancy and grows over time. Nearly 700 children with cleft lip and/or cleft palate are
born in the world every day, equaling a baby born with a cleft every 2 minutes or 240,000

every year. When a child is born with a cleft of the lip and palate, parents may experience
numerous emotional reactions such as shock, fear, sadness, grief, guilt, and anger that
disrupt the family's equilibrium. Studies have shown that parents can experience mental
crises coping with present stress caring for the affected child or children (De Sousa et al.,

2009). Despite their personal feelings that may arise in result of the child’s condition,
parents must successfully handle their feelings, and cope with this crisis to meet their

affected child's needs (Sreejith, Arun, Devarajan, Gopinath, & Sunil, 2018; Adam et al.,
2018).
Objective

The primary objective of this current study is to gain an insight into the
psychosocial challenges that individuals with clefts experience. Six broad research
questions formed the basis of this study: (1) Do individuals with a cleft experience social

relationship difficulties? (2) Do individuals experience emotional challenges because of
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their cleft? (3) Does the presence of the cleft in other family members create challenges

for the individual with a cleft? (4) Are the individuals with cleft dissatisfied with their
appearance post-surgery? (5) Do individuals with cleft underachieve in different
situations and experience difficulty obtaining a job? Another question probed was, (6)

Does the location of the cleft create psychosocial problems for the individual?
Study Design

Qualitative research is the systematic inquiry into social phenomena in natural

settings. These phenomena can include but are not limited to how people experience
aspects of their lives, how individuals or groups behave. In qualitative research, the

researcher is the primary data collection instrument. The researcher examines why events
occur, what happens, and what the events mean to the participants studied. (Teherani,

Martimianakis, Stenfors-Hayes, Wadhwa, Varpio, 2015). This current study is qualitative
in nature in that the perspectives of individuals are being studied relative to their
experiences with orofacial anomalies.
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CHAPTER III
METHODS

This study was approved by the Cleveland State University Institutional Review

Board. Individuals who participated in this study initially checked a statement that
appeared at the top of a 16-question survey to indicate their consent to participate in the
study (Appendix B). For the minor participant, the assent form was also included in
Appendix B.

Participants
A total of 11 individuals attempted this survey. However, only five individuals
completed the survey. Each participant presented with either a cleft of the lip only, cleft

of the palate only, or both cleft of the lip and palate. There were three females and two
male participants in this study who fell in the following age groups, 12-17 years, 18-25
years, and 26-35 years. The five participants represented as either African American or

Caucasian ethnicities. However, this was not a requirement of inclusion in this study.

13

Recruitment

The co-investigator contacted participants by word of mouth or through social
media. Once the individuals agreed to participate in the study, a Qualtrics link was sent to
their email.

Procedure
Each participant had access to the survey through Qualtrics, which is a web-based

survey. The survey consisted of 16 questions designed to be completed in five minutes.

Once the survey was completed, the data were analyzed within the Qualtrics system.
Survey

The survey (Appendix A) was designed to assess individuals' self-reported
interpersonal and psychosocial experiences with clefts. The survey format consisted of a

five-point Likert scale response (strongly agree, agree, neither agree nor disagree,
disagree, strongly disagree). The 16 questions covered five domains: socialization,
emotionality, family relations, self-perception, and work-relations.
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CHAPTER IV
RESULTS

This current qualitative design is in the form of case studies. This study presents
the data gathered from five different participants with a history of clefts. The participants

reported their personal experiences and consequences of living with either a cleft of the
lip, cleft of the palate, or cleft of the lip and palate. The data obtained examined each case
study separately and then combined the individuals in the same age group based on the
domains examined in the survey. Each survey question was coded on a five-point Likert

scale to arbitrarily reflect the weight of each response. For example, Strongly Agree = 5,
Agree = 4, Neither Agree nor Disagree = 3, Disagree = 2, Strongly Disagree = 1.

Furthermore, each case study was examined in terms of the individual's responses

to the survey questions. The responses are presented in tables 1-3 and figures 2-26.
Moreover, the data was compared to the participants' responses regarding age, ethnicity,

gender, cleft location, and genetics.
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Table 1: Demographic of Participants
Participants Age

Ethnicity

Gender Cleft Location

Siblings with Siblings
Parents with
cleft
without cleft cleft

P1

African
18-25 yrs. American

F

Palate

No

Yes

No

P2

18-25 yrs. Caucasian

M

Palate

No

Yes

No

P3

12-17 yrs. Caucasian

F

Lip and Palate

Yes

Yes

One Parent

P4

26-35 yrs. Caucasian

F

Lip only

No

Yes

One Parent

P5

African
26-35 yrs. American

M

Lip and Palate

No

Yes

No

Table 1 lists the demographics of all participants in this study in terms of age,
gender, cleft location, and incidence of sibling and parents with a cleft. The ages of the

participants ranged from 12-17 (pediatric) and 18-35 (adult group). The participants fell

within two ethnic groups, African American and Caucasian. In terms of gender, there
were three females and two males. Of the females, one individual reported a cleft of the

palate only; the other reported a cleft of the lip only. Lastly, the third individual reported

a combination of a cleft of the lip and palate.
Regarding the male participants, one male had a cleft of the palate only, and the
other reported a combination of a cleft of the lip and palate. Only one participant from the
case study reported having a sibling and parent with a cleft. However, both Caucasian
females reported having a parent with a cleft.
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Table 2: Domains Identified in the Survey
DOMAINS

Socialization

QUESTIONS
1.
2.
3.
4.
5.
6.

My friends treat me differently because of my cleft.
In class, my teacher did not treat me any differently from my other
classmates.
I am uncomfortable talking about my cleft.
I am less likely to make friends with others because of my cleft.
I have trouble maintaining relationships because of my cleft.
In my culture, individuals with a cleft are looked upon negatively.

Emotionality

7.
8.
9.
10.
11.

Family
Relationships

12. My parents treat me differently from my other siblings because of my
cleft.
13. I am treated differently by my siblings because of my cleft.

Self-Perceptions

14. When I look in the mirror, I am dissatisfied with my face post-surgery

Work-Relations

15. I experience trouble getting hired or maintaining a job because of my
cleft.
16. I seem to underachieve in tasks because of my cleft.

I feel embarrassed about my cleft.
I sometimes feel angry because of my cleft.
I have felt depressed because of my cleft.
I have anxiety because of my cleft.
I feel ashamed of my cleft.

The survey examined the following domains, (1) socialization, (2) emotionality,

(3) family relationships, (4) self-perception, (5) work-relations. Each domain was related

to several specific questions; for example, the socialization domain probed six questions
related to friends and social relationships. Thus, covering the theme of relationships. The

domain of emotionality dealt with personal feelings. The domain of family relationships

covered the theme of parents and sibling treatment. Self-perception dealt with the
participants’ physical appearance. Lastly, the domain of work-relations covered the

theme of self-esteem and job satisfaction (Table 2).

17

Case Study 1 (Participant #1)
Participant #1, an African American female within the age range of 18-25, had a

cleft of the palate only. She reported that she was the only family member with a cleft.
This participant’s responses to the survey’s statements are presented below.
Socialization

The following statements were identified within the domain of socialization:
1. My friends treat me differently because of my cleft.
2. In class, my teacher did not treat me any differently from my other classmates.
3. I am uncomfortable talking about my cleft.

4. I am less likely to make friends with others because of my cleft.
5. I have trouble maintaining relationships because of my cleft.
6. In my culture, individuals with a cleft are looked upon negatively.

Figure 2

Case 1 (Socialization)

Strong agree

Agree

Neither

Disagree

■

My friends treat me differently

■

My teacher did not treat me differently

■

I am uncomfortable talking about cleft

■

Less likely to make friends because ofcleft

■

Trouble maintianing relationships because of deft

■

Cleft looked upon negatively in my culture
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Strong Disagree

Figure 2 describes the domain of socialization seen from participant #1’s
perspective. In this case, she felt uncomfortable talking about cleft. On the other hand,
she disagreed that her friends and teachers treated her differently. She also disagreed that
her cleft was viewed negatively in her culture.

Emotionality
The following statements were identified within the domain of emotionality:
1. I feel embarrassed about my cleft.
2. I sometimes feel angry because of my cleft.
3. I have felt depressed because of my cleft.

4. I have anxiety because of my cleft.
5. I feel ashamed of my cleft.

Figure 3

Case 1 (Emotionality)
5

4

Strongly agree

4

Agree

4

Neither

Disagree

Strongly
Disagree

■

Embarrassed about my cleft

■

Depressed because of my deft ■ Anxiety because of my cleft

■

Asha med beca use of my cleft

■ Angry a bout my cleft
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Within the domain of emotionality, participant #1 reported feelings of

embarrassment, depression, and shame because of her cleft. However, she was neutral
regarding the emotions of anger and anxiety.

Family Relations

The following statements were identified in the domain of family relations, (1)

My parents treat me differently from my other siblings because of my cleft, (2) I am
treated differently by my siblings because of my cleft. In this domain, participant #1

reported that her parents treated her differently from her other siblings. However, she
reported no difference in treatment from her sibling(s) because of her cleft (figure 4).

Figure 4
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Self-Perception
There was one statement related to the domain of self-perception: “When I look

into the mirror, I am dissatisfied with my face post-surgery.” Participant #1 strongly
disagreed with this statement.

Work-Relations
The final domain was related to work-relations. Two statements were identified,

(1) I experience trouble getting hired or maintaining a job because of my cleft, (2) I seem

to underachieve in tasks because of my cleft (Figure 5).

Figure 5

Case 1 (Work-Relations)
4.5
4
3.5
3
2.5
2
1.5
1
0.5
0
Strongly agree

Agree

Neither

Disagree

Strongly
Disagree

■

I experience trouble getting hired or maintaining a job because of my cleft.
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In this domain of work-relations, participant #1 reported trouble getting hired or

maintaining a job as a direct result of her cleft. However, she did feel that she
underachieved in the performance of her tasks because of her cleft.
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Case Study 2 (Participant #2)
Participant #2, a Caucasian male within the age range of 18-25, reported having a

cleft of the palate only. He also reported that he was the only family member with a cleft.
The results of his responses are presented below in terms of the various domains covered.
Socialization

The following statements were identified within the domain of socialization (1)

My friends treat me differently because of my cleft. (2) In class, my teacher did not treat
me any differently from my other classmates. (3) I am uncomfortable talking about my

cleft. (4) I am less likely to make friends with others because of my cleft. (5) I have
trouble maintaining relationships because of my cleft. (6) In my culture, individuals with

cleft are looked upon negatively.

Figure 6

Case 2 (Socialization)

Strong agree

Agree

Neither

Disagree

Strong Disagree

■ My friends treat me differently
■ My teacher did not treat me differently
■ I am uncomfortable talking about cleft
■ Less likely to make friends because ofcleft

■ Trouble maintianing relationships because of deft
■ Cleft looked upon negatively in my culture

According to participant #2, he agreed that he was treated differently by his

friends and was uncomfortable talking about his cleft. However, he was neutral

concerning treatment by his teacher. He disagreed that he was less likely to make friends
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and maintain relationships. He also disagreed with the statement of cleft being looked

upon negatively in his culture (Figure 6).
Emotionality
The following questions were identified within the domain of emotionality, (1) I

feel embarrassed about my cleft, (2) I sometimes feel angry because of my cleft, (3) I
have felt depressed because of my cleft, (4) I have anxiety because of my cleft, (5) I feel
ashamed of my cleft (Figure 7).

Figure 7

Case 2 (Emotionality)
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Participant #2 reported that he strongly agreed about feeling embarrassed about

his cleft. He also agreed that his cleft caused him to feel depressed and anxious.
However, he neither agreed nor disagreed about being ashamed or angry concerning his

cleft (Figure 7).
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Family Relations

The following statements were identified in the domain of family relations, (1)

My parents treat me differently from my other siblings because of my cleft, (2) I am
treated differently by my siblings because of my cleft (Figure 8).

Figure 8

Two statements were explored within the domain of family relations. (1) In terms

of differences in treatment by parents compared to the participant's siblings, participant
#2 neither agreed nor disagreed with that statement. However, he disagreed that he

experienced differences in treatment by his sibling(s) because of his cleft. (Figure 8).

Self-Perception
A single statement related to the domain of self-perception was, “When I look
into the mirror, I am dissatisfied with my face post-surgery.” Participant #2, similarly to

participant #1, strongly disagreed.
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Work-Relations
Two statements were identified in this domain, (1) I experience trouble getting

hired or maintaining a job because of my cleft, (2) I seem to underachieve in tasks
because of my cleft. (Figure 9).

Figure 9

Strongly
Disagree
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I experience trouble getting hired or maintaining a job because of my cleft.
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I seem to underachieve in tasks because of my cleft.

Participant #2 neither agreed nor disagreed with both statements in the domain of

work-relations.
Case Study 3 (Participant #3)
Participant #3, a Caucasian female, was the only individual within the pediatric

age range of 12-17. She reported having a cleft of both the lip and the palate. She also

reported having a sibling (brother) and a parent (father) with a cleft but failed to indicate
the location of their cleft in both instances.
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Socialization

The following statements were identified within the domain of socialization, (1)

My friends treat me differently because of my cleft, (2) In class, my teacher did not treat
me any differently from my other classmates because of my cleft, (3) I am uncomfortable
talking about my cleft, (4) I am less likely to make friends with others because of my
cleft, (5) I have trouble maintaining relationships because of my cleft, (6) In my culture,

individuals with a cleft are looked upon negatively (Figure 10).

Figure 10

Based on figure 10, participant #3 strongly agreed that she was uncomfortable
talking about her cleft and have had trouble maintaining relationships because of her

cleft. She also agreed that she was less likely to make friends. However, she neither

agreed nor disagreed that her teacher treated her differently. Furthermore, she disagreed
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that she was treated differently by her friends and negatively looked upon in her culture

because of her cleft.

Emotionality
The following statements were identified within the domain of emotionality, (1) I

feel embarrassed about my cleft, (2) I sometimes feel angry because of my cleft, (3) I
have felt depressed because of my cleft, (4) I have anxiety because of my cleft, (5) I feel
ashamed of my cleft (Figure 11).

Figure 11

Case 3 (Emotionality)
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In the domain of emotionality, participant #3 strongly agreed that she felt angry,

depressed, and anxious about her cleft. For the statement regarding embarrassment, she

agreed that she was embarrassed about her cleft. However, she disagreed that she had any
associated shame because of cleft (Figure 11).
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Family Relations
In the domain of family relations, the following two statements were identified:

(1) My parents treat me differently from my other siblings because of my cleft, (2) I am

treated differently by my siblings because of my cleft (Figure 12).

Figure 12

Case 3 (Family Relations)
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Parents treated me differently from my other siblings
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As indicated in figure 12, participant #3 strongly agreed that her parents treated
her differently from her other siblings within the domain of family relations. Regarding

the statement of being treated differently by her siblings, she neither agreed nor

disagreed.
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Self-Perception
A single statement related to the domain of self-perception was, “When I look
into the mirror, I am dissatisfied with my face post-surgery.” Participant #3, similarly to
participants #1 and 2, reported that she strongly disagrees with that statement.

Work-Relations
The two statements within this domain were: (1) I experience trouble getting hired
or maintaining a job because of my cleft, (2) I seem to underachieve in tasks because of
my cleft. Participant #3 neither agreed nor disagreed regarding difficulty getting hired or
maintaining a job. However, she disagreed with the statement of underachieving in tasks

because of her cleft. (Figure 13).

Figure 13

Case 3 (Work-Relations)
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Case Study 4 (Participant #4)
Participant #4 is a Caucasian female between the ages of 26-35. This participant

had a cleft of the lip only. She reported having a parent with a cleft but no siblings with a
cleft. Her responses to the survey questions are presented below.
Socialization

The domain of socialization consisted of the following statements, (1) My friends
treat me differently because of my cleft, (2) In class, my teacher did not treat me any

differently from my other classmates, (3) I am uncomfortable talking about my cleft, (4) I
am less likely to make friends with others because of my cleft, (5) I have trouble
maintaining relationships because of my cleft, (6) In my culture, individuals with a cleft
are looked upon negatively.

Within the domain of socialization, the six statements identified are displayed in

Figure 14. Participant #4 agreed that her cleft was looked upon negatively in her culture.
However, she neither agreed nor disagreed about being treated differently by her teacher

because of her cleft or having trouble maintaining relationships. She disagreed with the
statements of being uncomfortable with her cleft, being less likely to make friends, and

being treated differently by her friends because of her cleft.
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Figure 14

Case 4 (Socialization)
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Emotionality
In figure 15, the following statements were identified within the domain of
emotionality, (1) I feel embarrassed about my cleft, (2) I sometimes feel angry because of

my cleft, (3) I have felt depressed because of my cleft, (4) I have anxiety because of my
cleft, (5) I feel ashamed of my cleft.
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Figure 15

Case 4 (Emotionality)
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Participant #4 stated that she agreed to have experienced depression because of

her cleft. Conversely, she disagreed with the emotions of embarrassment and shame and

strongly disagreed with feelings of anxiety because of her cleft. Participant #4 neither

agreed nor disagreed with the statement of feeling angry because of her cleft (Figure 15).
Family Relations

The following statements are identified in the domain of family relations, (1) My
parents treat me differently from my other siblings because of my cleft, (2) I am treated

differently by my siblings because of my cleft (Figure 16).

32

Figure 16
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Within the domain of family relations, participant #4 agreed that her parents

treated her differently because of her cleft. However, she neither agreed nor disagreed
with the statement of being treated differently by her siblings because of her condition
(Figure 16).

Self-Perception
There was one statement related to the domain of self-perception, “When I look

into the mirror, I am dissatisfied with my face post-surgery.” Participant #4, similarly to
participants #1, 2, and 3, reported that she strongly disagrees with that statement.

Work-Relations
The work-relations domain consisted of two statements: (1) I experience trouble

getting hired or maintaining a job because of my cleft, (2) I seem to underachieve in tasks
because of my cleft. Participant #4 disagreed that she had trouble getting hired or
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maintaining a job because of her cleft. However, she strongly disagreed that she
underachieved in tasks based on her cleft (Figure 17).

Figure 17
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Case Study 5 (Participant #5)
Lastly, case study #5 was a male within the 26-35 age group. He reported having

a cleft of the lip and palate. This participant also reported that he was the only individual
in his family with a cleft. His responses in the five domains are reported below.
Socialization

The following statements were identified within the domain of socialization, (1)

My friends treat me differently because of my cleft, (2) In class, my teacher did not treat
me any differently from my other classmates, (3) I am uncomfortable talking about my
cleft, (4) I am less likely to make friends with others because of my cleft, (5) I have
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trouble maintaining relationships because of my cleft, (6) In my culture, individuals with

a cleft are looked upon negatively.
Figure 18

In terms of socialization, participant #5 agreed with two statements. He strongly

agreed that cleft is looked upon negatively in his culture and agreed that his teacher did
not treat him differently because of his cleft. However, participant #5 reported no

discomfort when talking about his cleft. He strongly disagreed that he had trouble making

friends, was treated differently by his friends, and experienced challenges maintaining
friendships (Figure 18).

Emotionality
The following statements were identified within the domain of emotionality, (1) I

feel embarrassed about my cleft, (2) I sometimes feel angry because of my cleft, (3) I
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have felt depressed because of my cleft, (4) I have anxiety because of my cleft, (5) I feel
ashamed of my cleft (Figure 19).

Figure 19

Case 5 (Emotionality)

■

Embarrassed about my cleft

■

Depressed because of my deft ■ Anxiety because of my cleft

■

Ashamed because of my cleft

■ Angry about my cleft

Within the domain of emotionality, participant #5 strongly disagreed with four

statements. He strongly disagreed on the emotions of feeling ashamed, angry,
embarrassed, or anxious due to his cleft; however, he strongly agreed that he felt

depressed because of his condition (Figure 19).
Family Relations

The following statements were identified in the domain of family relations, (1)

My parents treat me differently from my other siblings because of my cleft, (2) I am
treated differently by my siblings because of my cleft (Figure 20).
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Figure 20

Case 5 (Family Relations)
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In both statements of the family relations domain, participant #5 strongly

disagreed that he was treated differently by his parents. He also strongly disagreed that

his siblings treated him differently because of his cleft (Figure 20).

Self-Perception
One single statement was related to the domain of self-perception, “When I look

into the mirror, I am dissatisfied with my face post-surgery.” Participant #5, similarly to
participants #1, 2, 3, and 4, reported that he strongly disagrees with the statement of
dissatisfaction.

Work-Relations
The two statements associated with this domain were: (1) I experience trouble

getting hired or maintaining a job because of my cleft. (2) I seem to underachieve in tasks
because of my cleft.
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Figure 21
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Participant #5 strongly disagreed that he experienced trouble getting

hired/maintaining a job because of his cleft. He also strongly disagreed that he
underachieved in tasks because of his cleft. (Figure 21).
Comparison of Participants' Responses Across Domains

The responses of all participants were compared in terms of age, ethnicity,
gender, location of the cleft, and the incidence of a cleft in other family members across

all domains (see table 3).
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Table 3: Domains and Questions
DOMAINS

QUESTIONS

Socialization

17. My friends treat me differently because of my cleft.
18. In class, my teacher did not treat me any differently from my other
classmates.
19. I am uncomfortable talking about my cleft.
20. I am less likely to make friends with others because of my cleft.
21. I have trouble maintaining relationships because of my cleft.
22. In my culture, individuals with a cleft are looked upon negatively.

Emotionality

23.
24.
25.
26.
27.

Family Relationships

28. My parents treat me differently from my other siblings
29. I am treated differently by my siblings because of my cleft.

Self-Perceptions

30. When I look in the mirror, I am dissatisfied with my face post
surgery

Work-Relations

31. I experience trouble getting hired or maintaining a job because of
my cleft.
32. I seem to underachieve in tasks because of my cleft.

I feel embarrassed about my cleft.
I sometimes feel angry because of my cleft.
I have felt depressed because of my cleft.
I have anxiety because of my cleft.
I feel ashamed of my cleft.

Impact of Age Across the Various Domains

A comparison of the impact of age across the various domains is presented in

Figure 22. Participants in the 12-17 age group and those in the 18-25 age group were
impacted similarly in the domain of emotionality (80%). However, those in the 26-35 age
group were least impacted (25%). For the domain of family relations, those in the 12-17

age group showed the highest level of agreement that their family treated them differently
because of their cleft (75%), compared to the other two age groups 18-25 (50%), and 26

35 (37%). In terms of socialization, the 12-17 age group was more affected (66%)
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compared to the 18-25 age group (37%) and the 26-35 (33%). For work-relations, the 18
25 age group reported that they were affected (62%), whereas the 12-17 age group was

affected (25%). On the other hand, the 26-35 age group was not affected (0%) in the

domain of work-relations.

Figure 22

Age Groups

Impact of Ethnicity
In figure 23, the participants who identified as African American were impacted

less in the domain of socialization (33%), emotionality (50%), and family relations
(37%). Whereas those participants who identified as Caucasian reported a higher impact

for socialization (46%), emotionality (63%), and differences in family treatment (58%)
because of their cleft. On the other hand, Caucasian participants reported less impact with

work-relations (25%) than the African American participants with (37%) because of their
cleft.

40

Figure 23

Impact of Gender
In Figure 24, the percentage of agreement between male and female participants

is presented for each domain. Female participants reported a high impact in the five
domains of socialization (47%), emotionality (63%), work-relations (33%), and a

significantly higher impact with family treatment (75%) because of their cleft. Male

participants, on the other hand, reported less impact in socialization (37%), emotionality

(50%), work-relations (25%), and a much lesser impact in family treatment (12%) in
comparison to the female participants.
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Figure 24

Impact of Location of the Cleft

Figure 25 displays the percentages of agreement concerning the location of the
cleft within each domain. Individuals who identified with cleft of the lip reported more
differences in family treatment (75%) than individuals with only cleft of the palate (50%)

or those with both clefts of the lip and palate (37%). Individuals with only cleft of the
palate reported more agreement to the emotionality domain (80%). Conversely, the

participants with both clefts of the lip and palate reported (50%) agreement, whereas

those with only cleft of the lip reported a much lower agreement in emotionality (30%).

Individuals with cleft of the palate only, reported more work-relations challenges (62%)
than those who identified with only cleft of the lip (0%) or both clefts of the lip and
palate (12%). Lastly, individuals who identified with both clefts of the lip and palate,

reported more social challenges (49%) compared to individuals with only a cleft of the
lip (33%) or cleft of the palate (37%) in terms of socialization.
42

Figure 25

Impact of Family Members with a Cleft

Figure 26 presents incidences of participants’ agreement of family members with
cleft and those without cleft across each domain. Participants who had a family member
with a cleft reported more socialization (66%), emotionality (80%), and family relations

(75%) challenges. However, participants who identified as the only individual with a cleft
in their family reported more work-relations challenges (31%) than individuals who have

family members with a cleft (25%). Participants with no cleft in their family reported less

of an impact in the domains of socialization (35%), emotionality (52%), and family
relations (43%). Neither group reported challenges in the domain of self-perception.
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Figure 26

Incidence of Cleft
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CHAPTER V
ANALYSIS

This study aimed to gather information regarding the psychosocial effects of cleft
in individuals. Six specific research questions guided this study. Each research question
will be discussed below in terms of the results obtained. Since this is a qualitative study,

results have been reported descriptively in percentages, tables, and figures. (1) Do

individuals with a cleft experience social relationship difficulty? (2) Do individuals

experience emotional challenges because of their cleft? (3) Does the presence of the cleft
in other family members create challenges for the individual with a cleft? (4) Are the

individuals with cleft dissatisfied with their appearance post-surgery? (5) Do individuals
with cleft underachieve in different situations and experience difficulty obtaining a job?

Another question probed was (6) whether the location of the cleft create psychosocial
problems for the individual?
Research question #1 Do individuals with a cleft experience social relationship

difficulty?
According to figure 10, participant #3 appeared to experience more social
challenges than the other participants. Social relation challenges were analyzed in terms
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of age and their cleft location. Participant #3 is a 12-17-year-old female with a cleft of the
lip and palate. She reported the highest level of agreement in the domain of socialization

with a percentage of 66%. Participant #3 strongly agreed that she was uncomfortable
talking about her cleft and experienced trouble maintaining relationships. She also agreed

that she was less likely to make friends because of her cleft.
Generally, younger individuals might experience more socialization difficulties

because they are still in the early social developmental stages. In case #3, not only is her

age a key factor, but the location of the cleft plays an immense role as well. Being young

with a visible abnormality can be pretty challenging, affecting their self-esteem and

increase discomfort levels in social settings. Additionally, auditory differences can be

present, such as hypernasality of speech and articulation errors.
According to Jack & Schyns (2015), the face is an essential feature for individuals

and a dynamic tool for communication. It is incredible how much information we can
inference by just looking at a person's face. A communication partner can surmise many

things about an individual, including their identity, gender/sex, age, race/ethnicity, sexual
orientation, physical health, attractiveness, emotions, pain or physical pleasure,
personality traits, deception, and even social status. So, facial anomalies can weigh

immensely on the individual's social development, carrying into how they might behave
in different environments. In one study, individuals with a cleft reported being more

observant than socially interactive in different environments. Being more observant in
social situations might be a consequential behavior to the high reports of teasing,
commenting, and staring, especially during their adolescent years. Moreover, individuals

who have cleft described difficulty moving through those adolescent years into adulthood
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when developing their identities and engaging in social and romantic relationships,

especially those of the opposite sex (Wallace, 2017). Due to possible social barriers of
cleft, individuals have also reported marrying later in life compared to their noncleft
siblings.

Research question #2, Do individuals experience emotional challenges because of their

cleft?
According to Figures 3, 7, and 11, participants #1, 2, and 3 experienced increased

emotional distress because of their cleft. The findings were analyzed in terms of age and
location of the cleft. Participant #1 was an African American female age 18-25 with a

cleft of the palate. Participant #2 was a Caucasian male age 18-25 with also a cleft of the
palate, and participant #3 was a 12-17-year-old Caucasian female with a cleft of the lip

and palate. Participants 1, 2, and 3 all reported an 80% agreement with the domain of
emotionality. In figure 3, participant #1 agreed to have experienced the emotions of

embarrassment, depression, and shamefulness. In figure 7, participant #2 also agreed that
he had experienced the emotions of depression, anxiety and strongly agreed with the

emotion of embarrassment. Similarly, in figure 11, participant #3 reported agreement
with the emotions of embarrassment and strongly agreed with feelings of anger,
depression, and anxiety.

Most emotional effects of cleft depend on the stage in surgery. Individuals with
partial recovery of the cleft usually experience some impact on their speech and sound

production. A fissure of the palate may cause difficulty when eating, increasing the
probability of developing ear infections and hearing loss. A fissure of the palate can also

result in dental problems and hypernasal speech. The same effects in the cleft of the

47

palate only, can occur with individuals with both clefts of the lip and palate; however,

cleft of the lip adds more of a visual discomfort resulting in more emotional distress.
Most clefts typically require multiple procedures over several years because of the

complex nature of the cleft (Wallace, 2017). Ages ten to fifteen years can be one of the

most brutal years, both from the point of view of any bullying that can transpire and any
surgical procedures that generally occur at that time. With that being said, participants are

experiencing everyday life issues in addition to a series of medical procedures. However,
in this study, the co-investigator could not assess this issue of where the participant was
during their surgical process.

Research question #3, Does the presence of the cleft in other family members create

challenges for the individual with a cleft?
Based on figures 4, 12, and 16, participants number 1, 3, and 4 reported a 75%

agreement in the domain of family relations. The findings were analyzed in terms of

gender. The female participants reported differences in treatment by their siblings or
parents because of their cleft. Participant #4 is a 26-35-year-old Caucasian female with a

cleft of the lip only. Participant #1 is an 18-25-year-old African American female with a
cleft of the palate only. Participant #3 was a 12-17-year-old Caucasian female with both a
cleft of the lip and palate. Participant #3 is the only individual who reported having a

parent and sibling with a cleft. Despite this finding, the African American and Caucasian
females agreed that their parents treated them differently from their other siblings

because of their cleft. Participant #3, on the other hand, strongly agreed with that

statement. In terms of differences in treatment by their siblings, all three participants

reported that they neither agree nor disagreed with that statement.
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Despite the orofacial cleft condition, some parents treat their females differently
in the household than their males without realizing it. This distinction may arise at birth.

Gender roles, gender social norms, family dynamics, and cultural beliefs all play a role in
the differences in treatment. One study reported that boys in India receive more

investments and attention than girls (Barcellos, Carvalho & Lleras-Muney, 2014).

Households with an infant boy under the age of one spend roughly 30 minutes more per
day on childcare than households with an infant girl. Boys who receive better quality of

care are more likely to be vaccinated, breastfed longer, and given vitamin
supplementation than their female siblings.
In terms of cleft, families play a considerable role in sustaining the child with

cleft during challenging times. In the Wallace & Mattner (2017) article, individuals with
clefts reported showing a more prolonged dependence on their family, with some needing

counseling and supportive services outside of the family group. Parents report a stronger
relationship with their child with a cleft, perhaps due to the sharing of extended time
during their treatment experiences.

Research question #4 Are the individuals with cleft dissatisfied with their appearance

post-surgery?
All participants reported that they strongly disagreed with being dissatisfied with

their face post-surgery. Only one statement probed the domain of self-perception. If there
were more in-depth questions to investigate this domain, different results might have

been yielded. Overall, it appeared that participants were appreciative of their
reconstructive surgery.
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Orofacial anomalies appear to cause subjective appearance-related distress among
persons thus afflicted; however, the extent is unclear (Paganini, Moss, Persson, Mark,

2020). The gendered effect on subjective appearance-related distress and its
manifestations among adults with a cleft of the lip and palate are also not fully
understood. Regarding age, younger children, and adolescents (age 10 and 15 years)

reported more dissatisfaction with their appearance than participants aged 20 years and

up. However, in terms of gender, appearance in females has been found to decrease with
age among those with inter-oral defects only, i.e., isolated cleft palate. This may be
because the cleft of the palate is not readily as visible as the cleft of the lip.
Research question #5 Do individuals with cleft underachieve in different situations and

experience difficulty obtaining a job?
The participant in this current study who reported work-relations challenges was

participant #1. This participant was an African American female with a cleft of the palate
only. Work-relations were analyzed in terms of ethnicity and gender. In Figure 5,

participant #1 agreed that she experienced trouble getting hired or maintaining a job
because of her cleft. However, she was neutral to the statement of underachievement of

tasks because of her cleft.
Job interviews can create different levels of social and emotional feelings (e.g.,
anxiety, nervousness). Social comfort levels can be affected when an individual
undergoes new experiences. Those born with a cleft can encounter dissatisfaction with
facial appearance, as mentioned before. Additionally, they may often be negatively

judged based on their facial differences.
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Research question #6 Does the location of the cleft create psychosocial problems for the

individual?
In figure 25, participants’ responses were analyzed across each domain by

location of the cleft. In this study, there were two individuals with cleft of the palate only,
two individuals with cleft of the lip and palate, and one individual with cleft of the lip
only. Based on figure 25, participants with both a cleft of the lip and palate reported more

socialization challenges than the other participants. Individuals with cleft of the lip only

reported more differences in family treatment compared to other participants. However,

individuals with cleft of the palate only surprisingly reported more emotional distress and
work-relations challenges than the other participants. However, all participants strongly

disagreed with the dissatisfaction of their face post-surgery.

Location of the cleft is a big contributor to the psychosocial effects of

socialization, emotionality, self-perception, family relations, and work-relations.
According to Broder & Strauss (1989), individuals with cleft often reported socialization

challenges. Cleft of the lip and palate have been shown to have the lowest concept scores

compared to other types of clefts (Broder and Strauss, 1989). As previously stated,

individuals with visible defects (i.e., cleft lip or cleft lip and palate) have expressed
greater dissatisfaction with their appearance. Levels of depression were lower among

children with unilateral cleft of the lip and palate than those with cleft of the palate only
(CPO) or bilateral cleft of the lip and palate. Learning problems appear to be more

prevalent among children with CPO in comparison to other cleft types. Children with
cleft of the palate only had greater problems with parent and teacher-reported anxiety and
depression than children with either unilateral or bilateral cleft of the lip and palate.
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All in all, of the five case studies, it appears that all individuals expressed some

degree of dissatisfaction in domains of socialization, emotionality, family relations, and

work-relations. Those who are younger (under the age of 18) appeared to have more
challenges in the domain of socialization. Those under the age of 25 reported more

emotional challenges than the older individuals with a cleft. Those between the age of 18

25 reported more Work-relation challenges with minor effects during the teenage years.

The study presented that individuals who identified as Caucasian resonated more

with socialization, emotionality, and family relation challenges than those of African

American descent. However, African Americans reported more work-relations challenges
because of their cleft.

On the other hand, females reported more difficulties out of the five domains

(socialization, emotionality, family relations, and work-relations) than the male
participants. Lastly, in terms of the location of the cleft, individuals with cleft palate only
appeared to have more emotional challenges than individuals with a cleft in different

locations. Individuals with cleft of the lip only reported more family relation challenges,
and individuals with both cleft lip and palate reported experiencing more socialization
challenges. Surprisingly enough, there were no reports of dissatisfaction with facial or

body appearance regardless of cleft location, age, gender, ethnicity, or other external
factors.
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CHAPTER VI

CONCLUSION

At the beginning of this study, it was pointed out that individuals with orofacial

anomalies experience different types of psychosocial challenges. It was found that all five

of the individuals surveyed exhibited some degree of dissatisfaction in the domains of
socialization, emotionality, family relations, and work-relations. Those who are younger
(under the age of 18) appeared to have more challenges in the socialization domain.
Those under the age of 25 reported more emotional challenges than the older individuals

with a cleft. Work-relation challenges appeared to have minor effects during the teenage
years; however, the results spiked in those within the 18-25 age range. This is not

surprising since this is the age range when most individuals are seeking employment.
Individuals who identified as Caucasian showed more difficulty within the
domains of socialization, emotionality, and family relations compared to the African

American participants. However, African Americans reported more work-related
challenges because of their cleft.

On the other hand, the female participants compared to the male participants

reported more difficulties across the five domains (socialization, emotionality, family
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relations, and work-relations). Lastly, in terms of the location of the cleft, individuals

with cleft of the palate only appeared to have more emotional challenges than individuals
with a cleft in different locations. This corroborates the findings of De Sousa et al. that

individuals with cleft of the palate report more psychosocial challenges. Individuals with
cleft of the lip only reported more family relations challenges, and individuals with cleft

of the lip and palate reported experiencing more socialization challenges. Surprisingly

enough, there were no reports of dissatisfaction with facial or body appearance regardless
of cleft location, age, gender, ethnicity, or other external factors.
The primary purpose of this investigation was to identify the psychosocial effects

of individuals with cleft. Five individuals with cleft either of the lip, palate, or both lip
and palate were studied. The participants were examined by completing a 16-question

survey on Qualtrics within five domains: socialization, emotional (psychosocial), family
relationships, work-relation, and self-perception to analyze its effects on daily life. There
were four adults (18-35) and one child within the age range (12-17). The overall
takeaway from this study was that individuals experience significant psychosocial effects

secondary to orofacial anomalies. Another takeaway is that younger individuals,
particularly those in the 12-17 age group, appear to experience more socialization

challenges compared to older individuals. Socialization challenges may be related to peer

pressure or the importance of body image during the adolescent years.

Limitations
There were many limitations in this study. The most obvious was the sample size.
The study results could have been richer if more participants were included in each age
group studied. This study examined five cases. However, case studies are meant to
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provide rich, in-depth information about a case. In this particular study, there were
attempts to obtain in-depth information. However, the survey was general and did not

provide probing questions. For example, in the domain of work-relations, there were only
two questions/statements. Similarly, in the domain of self-perception, there was only one
question. Clearly, this limited number of questions did not provide the participant with

various ways to express their perspective within the particular domain.

Studies have shown that a higher incidence of orofacial anomalies is present in
Asian, Hispanic, and Caucasian groups, with fewer incidences in the African American
population (Vanderas, 1987). This study only probed individuals within the Caucasian

and African American groups. Consequently, the trends may not fully reflect the
perspective of most groups with orofacial anomalies.

Future Studies

Future studies should include:
1. A larger group of individuals with clefts, including various age groups.
2. A more comprehensive representation of the various ethnic groups that are prone

to a higher incidence of orofacial anomalies.
3. A survey that reflects more specific questions within each established domain

should be utilized.

4. A depression scale tool to rate the level of depression in individuals with a cleft
should be utilized as a comparison tool to provide a more objective perspective in

tandem with their psychosocial experiences
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APPENDIX A
Survey Questions

• Demographic section:

Check the box that indicates your age range.
[___]
[___]
[___]
[___]
[___]
[___]

17 or under
18-25
26-35
36-45
46-55
56 or above

Check the box that identifies your ethnicity.
[___] Black or African American
[___] Asian
[___] White or Caucasian
[___] Hispanic
[___] Native American

Check the box that indicates the location of your cleft.
[___] Cleft of the lip
[___] Cleft of the palate
[___] Cleft of lip and palate

Check the box that indicates your gender.
[___] Male
[___] Female
Do you have siblings with a cleft?

[___] Yes
[___] No
Do you have other siblings without a cleft?

[___] Yes
[___] No
Does either of your parents have cleft?
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[___] Yes
[___] No

Likert scale: 5 Qualtrics

•

Socialization

1. My friends treat me differently because of my cleft.
Strongly agree
Agree
Neutral
disagree

Disagree

Strongly

2. In class, my teacher did not treat me any differently from my other classmates.
Strongly agree
Agree
Neutral
Disagree
Strongly
disagree
3. I am uncomfortable talking about my cleft.
Strongly agree
Agree
Neutral
disagree

Disagree

Strongly

4. I am less likely to make friends with others because of my cleft.
Strongly agree
Agree
Neutral
Disagree
disagree

Strongly

5. I have trouble maintaining relationships because of my cleft.
Strongly agree
Agree
Neutral
Disagree
disagree

Strongly

6. In my culture, individuals with a cleft are looked upon negatively.
Strongly agree
Agree
Neutral
Disagree
disagree

Strongly

• Emotional (psychosocial)
7. I feel embarrassed about my cleft.
Strongly agree
Agree
disagree

Neutral

Disagree

Strongly

8. I sometimes feel angry because of my cleft.
Strongly agree
Agree
Neutral
disagree

Disagree

Strongly
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9. I have felt depressed because of my cleft.
Strongly agree
Agree
Neutral
disagree

Disagree

Strongly

10. I have anxiety because of my cleft.
Strongly agree
Agree
disagree

Neutral

Disagree

Strongly

11. I feel ashamed of my cleft.
Strongly agree
Agree
disagree

Neutral

Disagree

Strongly

12. My parents treat me differently from my other siblings
Strongly agree
Agree
Neutral
Disagree
disagree

Strongly

13. I am treated differently by siblings because of my cleft.
Strongly agree
Agree
Neutral
Disagree
disagree

Strongly

• Family relationships

•

Self-perception

14. When I look in the mirror, I am dissatisfied with my face post-surgery
Strongly agree
Agree
Neutral
Disagree
Strongly
disagree

• Work-related
15. I experience trouble getting hired or maintaining a job because of my cleft.
Strongly agree
Agree
Neutral
Disagree
Strongly
disagree
16. I seem to underachieve in tasks because of my cleft.
Strongly agree
Agree
Neutral
disagree
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Disagree

Strongly

APPENDIX B

Consent/Assent Forms

Minor Assent Form

Dear Student,

My name is Blair Taylor. I am a student at Cleveland State University. I would like to ask
you some questions about how you felt about your cleft lip or your cleft palate. I will get
your parent’s permission for you to answer the questions. Dr. Violet Cox from Cleveland
State University is my advisor.
If your parent’s consent for you to be in this study, you will receive a survey link on your
computer with the questions. It will only take about 5 minutes. Your answers will be kept
private.

You do not have to answer the questions if you do not want to. You will not get into
trouble. If you feel upset while answering the questions, let your parent know. They can
call this number to get help for you (919) 933-9044.
For further information on this research your parent may contact Dr. Violet Cox at
(216)687-6909, email: v.cox@csuohio.edu. Or Co-investigator, Blair Taylor at (440)409
1698, email: b.m.taylor27@vikes.csuohio.edu

If you still want to answer the questions, you can check the box below.

[ ] By checking this box, I agree to participate.
Date: ________________________
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Parental Consent Form

Dear Parent or Guardian,

We are Dr. Violet Cox, faculty member, and Blair Taylor, a student at Cleveland State
University. We would like your child to participate in a brief on-line survey. Your
consent for your child to participate and your child's assent to participate is required for
this study. This survey will help us understand his/her experience with cleft palate. It will
take 5-minutes to complete. His/her responses will be confidential. Only Dr. Cox and
Blair Taylor will have access to the information.
Participation is voluntary. Your child may withdraw at any time. There is no reward for
participating. There is no consequence for not participating. Risks associated with
participation are no greater than those of daily living. However, for any emotional
discomfort due to taking part in this survey, you may contact (919) 933-9044 for family
support services.

For further information on this research please contact Dr. Violet Cox at (216)687-6909,
email: v.cox@csuohio.edu. Or Co-investigator, Blair Taylor at (440)409-1698, email:
b.m.taylor27@vikes.csuohio.edu

I understand that if I have any questions about my child’s rights as a research participant,
I can contact the Cleveland State University Institutional Review Board at (216) 687
3630.

[ ] By checking this box, I agree to allow my child to participate.
Date: ________________________
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Adult Informed Consent

Dear Participant,

We are Dr. Violet Cox, faculty member, and Blair Taylor, a graduate student in the
Speech and Hearing Program at Cleveland State University. We would like you to
complete this survey about how cleft lip/palate has affected your daily life.

Your participation is voluntary. You may withdraw at any time. We agree to protect your
privacy. We will not share your information with anyone outside of this study. You will
be identified only by a number and your initial. All information will be stored on a
password-protected computer in the PI’s office at Cleveland State University. You do not
have to sign your name on this document. There is no reward for participating in this
study. There are no consequences for not participating in this study. Any risks associated
with this research do not exceed those of daily living. However, should you feel any
emotional discomfort in responding to this survey, you may contact this number: (919)
933-9044 Extension 206 for support.
The survey should take about 5 minutes to complete.

For further information regarding this research, please contact Dr. Violet Cox at
(216)687-6909, email: v.cox@csuohio.edu. Or Co-investigator, Blair Taylor at (440)409
1698, email: b.m.taylor27@vikes.csuohio.edu
I understand that if I have any questions about my rights as a research subject, I can
contact the Cleveland State University Institutional Review Board (216) 687-3630.

Thank you in advance for your cooperation and support.

[ ] By checking this box, I agree to participate in this study.
Date ____________________________________________________
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